Ostomy
Introduction
In recent decades, an increasing number of studies have been conducted on patients who underwent stoma creation. Most of these studies have investigated stoma care, skin protection and types of ostomy equipment. Although the emotional, familial and social aspects of the relationship between ostomized individuals and their partners may also have an important impact on patient health, this line of research has been neglected in the literature.
Marital relationships are distinct from other social relations in that they require both emotional and physical involvement between two individuals. The stability of marital relationships has been suggested to be one of the strongest determinants of quality of life in couples. Studies of family dynamics have suggested that marital satisfaction and stability must be more comprehensively studied, especially through investigations of the daily frequency of positive and negative interactions between couples. 1 A recent review of urinary incontinence in men highlighted the psychological suffering of the patients' partners due to the emotional, sexual and social impact of the men's condition. 2 Similarly, the changes experienced by patients after an ostomy surgery may also have an impact on their partner's behavior. Given their proximity to the patient, the partner is often involved in daily stoma care, and may at times take on the role of a caregiver.
Individuals with intestinal stoma often report difficulties in interacting with their partner in a natural way, as they believe that it may be difficult for the partner to be physically close to them, to participate in the same social activities, and to eat with them at family meals. Due to loss of sphincter control, the involuntary release of gas, feces and unpleasant odors is a common occurrence in these patients, and may consist of an additional barrier to social interactions. 3 In light of this situation, it is important to quantitatively assess the behavior of ostomized patients and their partners, so as to better comprehend their social reality and to know how best to assist these individuals. Therefore, the present study was guided by the following research questions: How does intestinal ostomy surgery affect the patient's and their partner's life? What is the impact of such a procedure on daily family and social activities?
Based on these questions, the present study aimed to investigate the sociodemographic profile of ostomy patients and to describe their relationships with their partners.
Method
This was a descriptive, quantitative study, conducted on partners of ostomized patients. The present investigation was approved by the Human Research Ethics Committee of the University of Brasilia School of Medicine, under protocol number (CEP-FM 011/2009).
Data was collected from the treatment registry of the Stoma Care Unit of the State Department of Health (SESDF). As of October 2011, a total of 685 adult and pediatric ostomized patients were registered at the Outpatient Health Service.
In the present study, the spouses or partners of ostomized patients were interviewed, regardless of their legal marital status. The following inclusion criteria were used: agreement to participate in the study and ability to provide written informed consent; age 18 or over at the time of the study; fluency in written and spoken Portuguese; having lived with the ostomized patient for at least one year before the stoma procedure, and continuing to live with them afterwards.
Data were collected between October 2011 and May 2012, using a questionnaire designed specifically for use in the present study. The instrument was developed based on the present authors' extensive clinical experience with ostomized patients, with whom the authors have been closely involved for over 20 years.
The questionnaire was analyzed by five specialist judges with experience in questionnaire development, linguistics and health research. The following aspects were assessed by the judges: semantic equivalence; ability to assess the intended measure; relevance to the goals of the study. The questionnaire was modified according to the judges' recommendations until it was deemed adequate for use in the study.
The instrument was then administered to five partners of ostomized patients so as to assess the comprehensibility, clarity and unambiguity of items in the questionnaire. Since no problems with the questionnaire were identified and the instrument was not modified any further, these five participants were included in the final sample. The questionnaire was individually administered to each participant, and no other people were present at the time of assessment. The researcher remained nearby to answer any questions or provide clarification.
Data were analyzed between July and December 2012 using the SPSS (Statistical Package for Social Sciences) software, version 16.0 for Windows. Results were obtained through descriptive analyses.
Results
The final sample was composed of 36 partners of ostomized patients, most of whom were female (n = 24; 66.7%). Participants were aged between 31 and 70 years, and a large number of individuals had a university education (n = 14; 38.9%). The monthly income of most participants (n = 19; 52.8%) was greater than three times the minimum wage. A vast majority of participants had been in a common-law relationship for over 5 years (n = 35; 97.2%), and 16 participants (44.4%) reported that their partner had undergone ostomy surgery at least 5 years before data collection. Further details on these variables are described in Table 1 .
Most of the participants' partners had undergone a definitive (n = 28; 78.0%) rather than a temporary stoma. Table 2 contains data regarding the daily routine of participants and their partners. A total of 28 (78.0%) participants still had meals with their partners after the stoma surgery, and only 4 (11.1%) participants reported to having changed this habit. The remaining participants did not answer this question. Twenty-four respondents (66.6%) reported to never having noticed any unpleasant odors coming from the partner's intestinal stoma during family meals, and 9 (25%) respondents claimed they only rarely noticed such smells at meals. Tw o respondents (5.6%) said they frequently noticed the odors coming from their partner's stoma during family meals.
The frequency with which participants helped with daily stoma care was also investigated. Sixteen (44.5%) respondents reported to always helping with these activities, while nine individuals (25.0%) never helped their partner. Another six (16.6%) individuals rarely helped their partners, while five (13.9%) reported to frequently helping with daily stoma care. A total of 23 respondents (63.9%) were familiar with all ostomy materials used by their partner, while 12 (33.3%) were familiar with some of the materials. Only a single respondent (2.8%) was completely unfamiliar with ostomy materials.
Lastly, it was found that most respondents (n = 25; 69.4%) could smell the unpleasant odors coming from the partner's stoma, while 11 (30.6%) individuals did not notice these smells. Table 3 displays participants' answers regarding their emotional and behavioral responses to their partner's stoma. Most participants (n = 29; 80.6%) frequently looked at their partner's stoma, while 4 (11.1%) respondents rarely looked at it. The remaining participants had never seen their partner's stoma (n = 3; 8.3%).
Although they could smell unpleasant odors coming from the stoma, 18 (50%) respondents were not bothered by them, 12 (33.3%) thought them slightly inconvenient and only 4 (11.1%) felt very bothered by them. The remaining participants preferred not to answer the question.
A total of 19 respondents (52.8%) did not wish to speak to anyone about their partner's stoma surgery, while 11(30.6%) felt comfortable discussing it with others and six (16.6%) were frequently inclined to talk about their partner's situation with other people. Most interviewees (n = 20; 55.6%) claimed that their partners had not requested them to keep their stoma surgery a secret. Ten respondents (27.8%) said their partners specifically asked them not to speak of their condition to others, and 6 (16.6%) individuals said their partners sometimes asked them not to comment on their situation.
Twenty-three participants (63.9%) said they would think it difficult to undergo stoma surgery, while 8 (22.2%) considered it a normal procedure and 3 (8.3%) thought it would be bad.
Discussion
The present study investigated a number of aspects of the relationship between ostomized patients and their partners, such as changes in the habit of sitting at the table for family meals, the perception of unpleasant smells coming from the patient's stoma, the partner's role in helping the patient with daily stoma care activities, the partner's familiarity with ostomy materials, their ability to look at the stoma without being embarrassed, and their perceptions of their partner's ostomy surgery.
Most participants were between 31 and 60 years old, and therefore, it can be assumed that the ostomized patients were in the same age range. These findings differ from a number of studies 4-7 whose samples of ostomized patients were largely composed of individuals who were at least 60 years old. Most of the study participants were also female, had completed university education and had been with their partner for over five years.
This observation, combined with the fact that all individuals included in the study had been in a relationship with their partner for at least one year prior to their stoma surgery, suggests that individuals tend to remain in stable relationships and to be supported by their partners following the procedure. Individuals who had not been in a relationship prior to the stoma surgery are generally more likely to remain single after the procedure. 3 Mean family income was over five minimum wages for most study participants, which suggested these individuals earned approximately USD20,000 a year.
Participants reported that their partners had had a definitive intestinal stoma for over five years, which speaks to the increase in the life expectancy of ostomized patients. The high rates of definitive stoma found in the present study were similar to those reported in other studies in the literature. 5, 7 Most ostomized patients investigated in the present study were young, and were likely to live for a long time after their surgery.
When asked about changes in the habit of sitting down for family meals with their partner, most respondents reported that this did not change following their partner's stoma procedure. However, this is a somewhat controversial finding, since a number of previous studies have shown that limits on the intake of certain foods as well as the involuntary release of gas following the ostomy surgery lead patients to avoid social contact, and decrease the pleasure derived from eating food. To avoid embarrassment during meals, these patients often avoid socialization at meal times and rarely eat in public. 3 These individuals may also make extreme changes to their diet, due to a fear of being discriminated by individuals who are part of their social circle, such as family and friends. 8 Most survey respondents reported to never having noticed unpleasant smells during meals with their partner. However, a significant number of study participants did notice such smells in these situations.
The inability to control the odor released from the stoma is a major source of worry for most patients. To solve this problem and maintain regular social activities, patients often exercise strict control over their diet in an attempt to regulate intestinal function. 8 A number of studies in the literature have offered dietary recommendations for ostomized patients based on the likelihood that different foods will lead to the involuntary release of gas and unpleasant odors, or cause gastrointestinal impairment and other complications. However, few studies have looked into the environment in which ostomized patients have their meals.
Most of the study participants reported to always helping their partners with daily stoma care activities. These individuals appeared to be dedicated and willing to care for their partner. However, a significant number of individuals reported to never or only rarely helping their partners to care for their stoma.
The fact that some individuals did not usually help their partner could be explained by the fact that the patient himself may not be comfortable with such actions due to shame and fear of not being accepted by their partner once they saw him in that condition. Self-rejection is a common phenomenon in ostomized patients. 9 Studies have shown that the stoma should be cleaned and the ostomy bag emptied in private locations such as the patient's own home, so that at times, their partner is left with no choice but to help with these tasks. 10 Studies have found that, when placed these situations, patients' partners may feel embarrassed or even disgusted. 10 Therefore, although it may be a challenging task for the patient's partner, he must provide help and support so that the patient can overcome the effects of his new condition.
When the partners' familiarity with stoma care materials was investigated, it was found that most partners were familiar with all ostomy equipment used by their partner, while a third were familiar with at least some of these instruments. Only a single participant reported to not knowing any ostomy materials.
The wide variety of ostomy bags and similar materials available on the market may allow patients to select their equipment in the way that best suits their needs. 7 Both the patient and their partner must be familiar with these materials so as to facilitate their selection and use of ostomy appliances. The continuous use of these materials requires rigorous medical follow-up, since ostomy devices may need to be changed or replaced over the course of treatment.
If the stoma patient's partner expresses rejection or disgust while helping him with self-care activities, the patient may, in turn, experience conflicting feelings of repulsion and compassion. In these cases, it is best that the partner does not assist the patient. 10 In the present study, participants reported that they noticed unpleasant odors coming from their partner's stoma on a daily basis. When asked whether this bothered them, half the participants answered negatively, and only two participants declined to answer. The remaining participants answered affirmatively.
Participants in the present study reported that they often looked at their partners' stoma. These data are not in agreement with previous research, 3 which showed that individuals did not tend to look at their partner's stoma. This may be interpreted as an expression of rejection.
Data from another study, which, like the present investigation, was also conducted on partners of ostomized patients, did not find that participants expressed rejection toward their partners. Based on these results, the authors concluded that both parties in the couple had been able to find adaptive ways to deal with their situation. 10 The present study also found that approximately half of the respondents did not discuss their partner's situation with members of their social circle. However, this was not an external imposition, as the same percentage of individuals reported that their partners had not asked them to avoid discussing their condition with others. These results contrast with those of a previous study which found that ostomized patients often isolate themselves due to shame, and hide their condition from others. 3 The present data suggested that a number of ostomized patients may not worry about being identified as such, and have no problems with their partner discussing their condition with others. Although ostomized patients may not explicitly forbid their partners from commenting on their condition with others, the partners themselves may notice some embarrassment about the ostomy on the patient's part, and based on this perception, decide against discussing the situation with their peers. Therefore, while keeping the patient's condition a secret may not always be an easy task, a high number of participants in the present study reported to helping their partner in this regard.
Lastly, a majority of study participants responded that they would consider it "difficult" to undergo stoma surgery.
The present study had some limitations. Firstly, the scarcity of similar investigations in the literature limited comparisons between the present findings and those of other studies. Secondly, the intimate nature of the issues discussed may have influenced results, as the accuracy and reliability of selfreports of personal issues such as marital relationships can be influenced by a number of methodological and assessment issues.
However, in spite of these limitations, the present study was able to report that a number of aspects of marital functioning may remain unchanged after one of the parties undergoes stoma surgery. The respondents appeared to make an effort toward overcoming the barriers imposed by their partner's condition, and demonstrated dedication, sensitivity and a willingness to help their partner adapt to physiological and gastrointestinal changes.
The changes suffered by the ostomized patients are actually shared by the couple, and both parties must work toward adapting to the condition and keeping it a secret if necessary.
The present results also made it clear that respondents empathized with their partners, and agreed that undergoing stoma surgery is a difficult ordeal.
